 We did focus groups (group interviews) with 57 people:
o adults with intellectual disability, o people who provide social services to adults with intellectual disability and o family members and close friends of adults with intellectual disability What did we learn?
 Everyone thought adults with intellectual disability should be part of research studies because: o they should have equal rights to take part o they have been left out in the past o we might learn things that help make their lives better  Some people were less excited about adults with intellectual disability being in research studies that might hurt them.
 Everyone thought good things might come out of adults with intellectual disability being in research studies: o They might feel good about themselves, get to speak for themselves, meet new people, and learn new things o They might get to show what they can do o They might feel like they are being treated like everyone else o Researchers and other people in the community might get to learn from adults with intellectual disability  A lot of people talked about adults with intellectual disability having a hard time trusting others because of past experiences.
 Adults with intellectual disability said that it can be hard to decide whether a research project is real or a scam. Some service providers, family members and friends also weren't sure whether all adults with intellectual disability could figure out whether a research project is real or a scam.
 Everyone said it would hurt adults with intellectual disability if they are treated as a disability or a label, rather than as a person, by people who do research.
 Everyone talked about how to keep adults with intellectual disability safe in research studies.
 Adults with intellectual disability said that people who do research should treat them with respect. People who do research can do this by: o being truthful o seeing adults with intellectual disability as capable adults o using respectful words o asking for permission o and talking directly to adults with intellectual disability  Everyone said that providing accommodations such as plain language, pictures and videos, examples, opportunities for questions and answers, time to respond, and helping people feel comfortable, can help people not get hurt and feel safer.
Why does this matter?
 People in the community agree that adults with intellectual disability should be a part of research.  It is important that people who do research listen to people in the community.
